Findings from the National Epidemiologic Database for the Study of
Autism in Canada (NEDSAC): Changes in the Prevalence of Autism
Spectrum Disorders in Newfoundland and Labrador,

Prince Edward Island, and Southeastern Ontario

The National Epidemiologic Database for the Study of Autism in Canada (NEDSAC;
www.nedsac.ca) was established as a way to track the number of children diagnosed with an
autism spectrum disorder (ASD) in different regions of Canada. ASDs currently include autistic
disorder, pervasive developmental disorder-not otherwise specified (PDD-NOS), and Asperger
disorder.

We examined the proportion of children 2—14 years of age with an ASD (the prevalence) based
on information from NEDSAC surveillance programs in Newfoundland and Labrador (study
period 2003-2008), Prince Edward Island (2003—2010) and Southeastern Ontario® (2003—2010).
In these regions, a total of 700 (Newfoundland and Labrador), 269 (Prince Edward Island), and
1408 (Southeastern Ontario) children with ASDs were identified in at least one year of the study
period. A full report of the findings is available on our website at www.nedsac.ca (click on the
Publications tab and look under Reports — NEDSAC Update 2012). The main findings from the
report are shown below. In some instances, we compare our findings with those from the
Autism and Developmental Disabilities Monitoring (ADDM) Network, a surveillance program for
ASDs in various American states that is funded by the Centers for Disease Control and
Prevention.

= The prevalence of ASDs increased in all age groups (2—4 years, 5-9 years, 10-14 years)
in all regions. The percent increases in prevalence based on a comparison of the first
and last years of the study period ranged from 39% to 204%.

= The percent change in prevalence was higher for boys than girls in Newfoundland and
Labrador and Prince Edward Island (87% versus 63% and 111% versus 18%,
respectively). The ADDM Network reported that the average change in prevalence
between 2002 and 2006 was 60% for boys compared to 48% for girls.> It noted that the
most consistent pattern across sites was the increased prevalence among boys, and
suggested this may reflect a growing risk among males (although it cautioned that more
data are needed to evaluate this). In contrast, the ADDM Network found more variation
in prevalence changes among girls between 2002 and 2006. Such variation could be due
to improved recognition of ASD symptoms in girls rather than an increase in risk.

* In Southeastern Ontario, the prevalence among the younger age group (2-4 years)
appeared to be levelling off in the final years of the study period, and in Newfoundland
and Labrador the prevalence decreased between the last two years of the study period
for this age group. Prevalence trends should be monitored in younger age groups born
at a time when awareness of autism was already high; evidence of a continued increase
in prevalence in these groups would provide greater support for a true increase in the
occurrence of ASDs.>* A changing age at diagnosis could affect the measured prevalence
in younger children, however, so monitoring trends to see if there is any levelling off of
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prevalence should include children older than 4 years of age. No levelling-off effect was
observed in Prince Edward Island for any age group.

In Newfoundland and Labrador and Prince Edward Island, the prevalence in the final
year of the study period for children 5-9 years of age (1 in 93 and 1 in 106,
respectively) was higher than the average prevalence reported by the ADDM Network
for 8-year-olds in 2006 (1 in 110)." However, a recent study found that 1 in 77 8-year-
olds living in Utah was identified with an ASD in 2008.* The prevalence among children
5-9 years of age was much higher in Southeastern Ontario (1 in 63) than in the other
regions, but we suspect this may be partly due to agencies failing to inform us when
children moved from the region.

The boy:girl ratios changed more in Prince Edward Island than in the other two regions,
but all ratios were consistent with the range reported by the ADDM Network for its
2006 surveillance year (3.2:1to 7.6:1).

Our data suggest that a substantial proportion of children (44%-56%) were not
diagnosed until after their fifth birthday.

An earlier age at diagnosis did not appear to explain the increases in prevalence in any
of the three regions. Greater detection of children on the milder end of the spectrum
may have contributed to increases in prevalence in Newfoundland and Labrador.

Please see the full report at www.nedsac.ca. Thank you to everyone who provided
information for this project!
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The National Epidemiologic Database for the Study of Autism in Canada (NEDSAC) was established in 2001 with funding from
the Canadian Institutes of Health Research’s (CIHR) Interdisciplinary Health Research Team Program, as part of the Autism
Spectrum Disorders—Canadian-American Research Consortium (grant #RT-43820, J.J.A. Holden, Queen’s University). Directed
by Héléne Ouellette-Kuntz (Associate Professor in the Departments of Community Health & Epidemiology and Psychiatry at
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